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Background: Knowledge, sociocultural views, and awareness about organ donation in the general population are
important for the success of deceased organ donation. There is an urgent need to gather this information in order to
find out the reasons for poor organ donation rates in India. Methods: A 30-item questionnaire was designed in the
English and Hindi language and was administered to the lay people in order to assess their knowledge, views, and
attitude regarding brain death and organ donation. Results: Three hundred and fifty-two people (male:
female = 202:150; mean age = 30.6 £ 13.9 years) completed the questionnaire. Only 70% of the people were aware
that the organs can be donated after brain death and only 44% thought that they understood the meaning of brain
death. Media and Internet were the preferred sources for seeking information on brain death and organ donation.
The majority of people (81.2%) were willing to donate organs after brain death but only 1.4% had registered for
organ donation. Lack of awareness (80.1%), religious beliefs and superstitions (63.4%), and lack of faith in the
healthcare system (40.3%) were believed to be the most important reasons for poor deceased organ donation rates
in India. The survey also highlighted the importance of the opinion of family members and the religious leaders in
making the decision for organ donation. Educational qualification above matriculation was significantly associated
with the knowledge of brain death and the willingness for organ donation. Conclusion: Lack of awareness appears to
be the most important factor for low donation rates in India. Educating people by using media and Internet and
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conducting awareness programs may help in improving the donation rates. (J CLiv Exp HepaTOL 2016;6:81-86)

See editorial on page 79

rgan donation is a noble act that shows our

concern toward fellow human beings who are

desperately in need of those organs. In an ideal
situation, organ donation is an act of altruism on the part
of donor and there should be no other motives attached
to it. Indian culture takes pride in moral values like
charity and self-sacrifice. This is depicted by a well
known mythological story of the sage ‘Dadhichi who
donated his bones for making weapons in order to help
the Gods to defeat the demons and reclaim the heaven.'

Keywords: brain death, deceased organ donation, transplantation, survey,
donation rates

Received: 20.01.2016; Accepted: 22.04.2016; Available online: 30 April 2016
Address for correspondence: Rajesh Panwar, Room No. 1007, Department of
Gastrointestinal Surgery & Liver Transplantation, Academic Block, All
India Institute of Medical Sciences, Ansari Nagar, New Delhi 110029,
Delhi, India. Tel.: +91 1126593461; fax: +91 1126588663.

E-mail: rajeshpanwar81@gmail.com

Abbreviations: NOTTO: National Organ & Tissue Transplant Organiza-
tion; OPD: outpatient department
http://dx.doi.org/10.1016/j.jceh.2016.04.001

© 2016 INASL.

In another mythological tale, King Shibi donated his
own flesh to a hawk in order to save the life of a dove.’
King Shibi also offered both his eyes for the restoration
of a blind man’s sight.1 These and numerous other
examples show that Indian culture and values support
organ donation, and therefore, majority of people should
be willing for organ donation. But the actual organ
donation rates of 0.16 per million population in India
are abysmally low as compared to America’s 26 and
Spain’s 35.% Given the large number of fatalities related
to road traffic accidents, there is huge potential for
deceased organ donation in India and it has been esti-
mated that organ requirement would be met even if only
5-10% of potential donors become actual donors.” The
organ donors come from the society and the knowledge,
sociocultural views, and awareness about organ donation
among various population groups in society shape the
attitudes of people toward the concepts of brain death
and deceased organ donation. Thus, the information on
the knowledge, attitudes, and practices of people with
regard to deceased organ donation is very important; but
only a few studies®™” have addressed this issue. This
study aimed to assess the awareness of the brain death
and the concept of deceased organ donation among lay
people and to identify the potential reasons for the low
rates of deceased organ donation.
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METHODS

The study was conducted from July 2012 to January 2014
in the department of Gastrointestinal Surgery and Liver
Transplantation, All India Institute of Medical Sciences,
New Delhi. The study was approved by the Institute’s
Ethics Committee. A questionnaire was designed to
assess the awareness and attitude of the general popula-
tion regarding brain death and organ donation. The
questionnaire was designed in Hindi (Annexure I) as well
as in the English (Annexure II) language. The question-
naire was initially administered to 10 lay people as a trial
and suggestions were invited. Based on these suggestions,
further changes were made and the questionnaire was
finalized. The final questionnaire consisted of thirty
questions and included yes/no based and multiple
response based questions. Some multiple response ques-
tions allowed selection of a single response while others
allowed selection of multiple responses. The question-
naire also required demographic details like age, gender,
religion, and educational status. A single male investiga-
tor (RP) administered the questionnaire to the target
population. After an initial introduction, the participants
were explained about the purpose of the study and were
asked to complete the questionnaire if they consented for
the same. The investigator clarified the general queries of
the participants and also explained the meaning of the
questions if they had any problem in understanding
them. However, the specific information that could have
an impact on questionnaire responses was withheld and
participants were told that they could clarify all their
queries after completing the questionnaire. Participants
who could read and write were encouraged to fill up the
questionnaire themselves. The investigator read out and
explained the questions to the illiterate participants and
marked the responses selected by them. The inclusion
criterion was the ability to understand the questionnaire
in either language (Hindi and English). We did not
exclude any person on the basis of religion or caste.
Hence, children below the age of 12 years, those who
could not understand either English or Hindi, or those
who said that they did not understand the questions
being asked were the only exclusions. The participants

for the survey were chosen as follows:

a) The people attending the health exhibitions and public lec-
tures organized at All India Institute of Medical Sciences, New
Delhi from time to time. These include school and college
students, teachers, and local residents.

b) The people accompanying patients visiting the outpatient
department (OPD).

Statistical analysis was done using Statistical Package
for the Social Sciences (version 17.0; SPSS Inc., Chicago, IL,
USA). Responses for each question were expressed as per-
centage. A chi-square test was used for the comparison of
qualitative data and a P value <0.05 was considered
significant.
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RESULTS

The questionnaire was administered to 400 lay people, who
included patients’ relatives attending the OPD, people
attending scientific/health exhibitions, school children,
college students, and teachers. Of these, 48 incomplete
questionnaires were rejected. Thus, 352 questionnaires
were available for analysis. There were 202 male and 150
female respondents. The mean age of respondents was
30.6 £ 13.9 years; majority of them were Hindus and
around half were diploma holders/graduates/postgradu-
ates (Table 1).

Out of all the people included in the survey, 85.5% were
in the age group of 15-49 years and 98.9% were literate.
However, according to the population data from 2011
census, only 58.7% of people in Delhi were in the age group
of 15-49 years and the literacy rate was only 86.2%.°

Most respondents were aware that transplantation may
benefit patients suffering from organ failure (93.5%) and
that there is shortage of donated organs (96%), while only
69.3% were aware that the organs could be donated after
brain death. More people were aware about eye (85.8%) and
kidney (83.5%) donation as compared to other organs like
liver (77.0%), heart (66.8%), lungs (56.0%), heart valves
(55.1%), and bones (50%). Only 44% of lay people were
confident about their knowledge and understanding of
brain death and majority of them had received this infor-
mation from media (41.2%) and Internet (24.4%). Media
(31.3%) and Internet (35.5%) were also the preferred sour-
ces for seeking such information in future.

Only 56.8% of lay people had seen a poster regarding
organ donation. Only around 10% of respondents had
known anybody who required or had undergone a trans-
plant. Most people (82.6%) were willing to accept an organ
from a deceased donor for their relative. Only 55.1% of lay
people were aware about donor cards and donor registration
and only 1.4% had registered themselves as organ donors,
but 71% were willing to apply for it. Majority of people
(81.2%) were willing to donate organs after brain death.

Lack of faith in healthcare system (42.9%), religious
beliefs (41.7%), and fear of disfigurement (35.7%) were
the most common reasons for not donating organs among
the people who were not willing to donate organs. Most
people (88.4%) thought that views of the family are impor-
tant in decisions regarding organ donation and 40.9% of
people would change their decision for organ donation if it
was not supported by their family. Around 37% of respond-
ents wanted to know or were influenced by the opinion of
their religious authority/spiritual guru in deciding about
organ donation.

Most respondents (72.4%) believed donor willingness to
be the most important factor in deciding organ donation.
In case donor willingness was not known, 44.9% of people
felt that the decision should be made by the next of kin and
only 14.8% thought that hospital authorities should be
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Table 1 Demographic Profile of the Participants.

Demographic parameters

Frequency (%)
(N=352)

Relevant population
data (Delhi) census 2011%

Gender Male

Female

202 (57.4)
150 (42.6)

868 females per 1000 males

Hindu
Sikh

Religion

Muslim
Christian
Others

321 (91.2) 81.7%
8 (2.3) 3.4%
12 (3.4) 12.9%
2 (0.6) 0.9%

9 (2.6) 1.1%

allowed to make such a decision. More than 60% people
thought that family consent should be required even if the
deceased is a registered donor and around 52% were
opposed to the concept of ‘presumed consent.” Most
respondents (95.7%) believed that illegal organ trading
occurs in India and around 78% thought that implement-
ing a deceased organ donation program as a national
policy would curb this illegal trade. The vast majority
(88.9%) of people believed that public’s trust/faith in
the healthcare system is an important prerequisite for
the success of deceased donation program.

Almost half of the lay people thought that organ dona-
tion leads to disfigurement of the body. Most people
(83.2%) thought that the treating physician is the most
important person to counsel the family of a deceased for
organ donation. The majority of people (87.8%) agreed
with the concept of deceased organ donation. Lack of

awareness (80.1%), religious beliefs and superstitions
(63.4%), and lack of faith in the healthcare system
(40.3%) were cited as the three most probable reasons
for poor deceased organ donation rates in India. Fear of
disfigurement (29.5%), lack of government sponsored
incentives (27.6%), fear of procedural delays (27%), and
inappropriate counseling for deceased donation (26.4%)
were also commonly cited reasons for poor organ donation
rate.

There was no effect of age and gender on the knowledge
about brain death and willingness to donate organs. Edu-
cation status above matriculation was significantly associ-
ated with knowledge about deceased organ donation
(72.1% vs 56.9%; P = 0.016), understanding of brain death
(48.4% vs 24.6%; P =0.0001), willingness to accept organ
death from brain death (84.7% vs 73.8%; P = 0.037), will-
ingness to register for organ donation (77.4% vs 50.8%;

Table 2 Effect of Education on Knowledge and Attitude Regarding Brain Death and Organ Donation.

Parameters

Understand the meaning of brain death

Would be interested to get registered as an organ donor

Above matriculation
N = 287
Frequency (%)

139 (48.4)

222 (77.4)

Up to matriculation 0Odds ratio P value
N =65 (95% confidence  (chi-square)
Frequency (%) interval)

16 (24.6) 0.35 (0.19-0.64) 0.001

33 (50.8) 0.30 (0.17-0.53) 0.001
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Table 3 Effect of Awareness that Organs can be Donated After Brain Death on Willingness to Donate Organs and Register as

Organ Donor.

Parameters Aware
N =244
Frequency (%)

0Odds ratio
(95% confidence interval)

P value
(chi-square)

Not aware
N =108
Frequency (%)

Would be willing to donate organs after death 208 (85.2)

78 (72.2) 2.22 (1.28-3.85) 0.004

P=0.0001), and willingness to donate organs (85.4% vs
63.1%; P =0.0001) as compared to education up to or
below matriculation (Table 2).

A significantly higher proportion of people who were
aware that the organs could be donated after brain death
were willing to donate organs (85.2% vs 72.2%; P = 0.004)
and register as organ donors (77.5% vs 61.1%; P = 0.002) as
compared to those who were not aware (Table 3).

DISCUSSION

This survey suggested that the majority of people are in the
favor of the concept of organ donation. This survey also
suggested that majority of people are willing to get regis-
tered as an organ donor. But the actual donation rate of
0.16 per million” in India is dismal and only 1.4% of the
surveyed people had actually registered for organ dona-
tion. Thus, there is huge difference between what people
feel or say about organ donation and the actual behavior
when such a situation arrives.

Lack of awareness may be one of the important reasons
for this behavior. Brain death is a complex concept to
understand for many people as the typical signs with
which death is associated, such as “no pulse,” “no heart
beat,” “no electrocardiogram activity,” and “‘a cold body,”
are absent. In a study conducted in Portugal, only 19.9% of
the patients understood the meaning of brain death, only
18.4% trusted the diagnosis of brain death, and 85.3%
believed that physicians may be mistaken in confirming
the status of brain death.” Thus, lack of awareness makes it
difficult for people to accept ‘brain death’ as death. In an
Indian study by Singh et al,'? nonacceptance of brain
death was the principal reason for refusal of consent for
organ donation in 83% of cases. Obtaining consent from
family members is a major hurdle in organ donation.
Donating organs is a big decision for an already grief
stricken family, more so if they are hearing about this
for the first time. Most potential donors are young adults
with a head injury, who were completely healthy previ-
ously, and thus the family has to cope with a sudden loss of
their loved one. People are more likely to give consent for
organ donation if they are already aware of the concept of
brain death and organ donation. In a study conducted in
Missouri, USA, people who were more educated, had donor
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cards, and had discussed about donation with their family
more often became actual donors.'' In another study
conducted in Spain, the expressed wish of the deceased,
a clear understanding of ‘brain death,” the manners and
approach of the doctors, the hospital facilities, concerns
regarding the donation process, and educational level were
factors that played a crucial role in the decision to donate
orgams.12 Thus, the concept of brain death needs to be
explained to the general population in a very simple and
easily understandable manner.

Most people in our survey preferred media (television/
radio/newspaper/magazines) and the Internet for getting
this information. Thus, there is a need for good quality
television and radio programs, newspaper and magazine
articles, and Internet blogs for dissemination of informa-
tion regarding brain death and organ donation. An inno-
vative approach to introduce the concept of brain death in
the high school curriculum will be of immense help. The
teaching curriculum should also compulsorily include
brain death, and every class or lecture focusing on death
should also emphasize on the concept of brain death. The
general population also needs to be primed that a request
for organ donation to the relatives of a brain dead indi-
vidual is a part of comprehensive healthcare of these
patients so that they are not surprised or offended when
such a request is made. People should be motivated for
organ donation by human-interest stories related to organ
donation and transplantation. Repetitive interventions
using these methods may help in reducing the gap between
the attitude and behavior of the people regarding organ
donation.

Another important observation from the survey is the
importance of the opinion of other family members in
making decision regarding organ donation. Thus, for a
successful donation, the consent of all the family members
is required. Thus, any educational intervention has to
target all the family members.

Many people cited lack of trust in the healthcare system
as the reason for poor donation rates. This is a serious issue
and needs to be addressed because the faith and trust of
people are very important for the success of any healthcare
program or initiative. The survey also revealed the fears of
disfigurement and procedural delays attached to organ
donation, which need to be sorted and clarified. It
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would be helpful to get support of religious leaders/prom-
inent society personalities for organ donation, as 37% of
people in our survey were influenced by their opinion.
Involvement of popular television and film celebrities
for spreading awareness regarding organ donation and
introducing storylines about organ donation into the
popular television programs and films are other important
strategies that may help improve the donation rates.
Based on our survey, we have devised following strate-
gies on our part to educate the people about brain death
and organ donation and to improve the donation rates.
® Teaching of patients and their relatives on a regular basis about
‘deceased organ donation’ and urging them to disseminate
this knowledge further.
® Education of school children and general people who attend
the health melas, health exhibitions, and public lectures by
educational posters, leaflets, and by showing presentations and
video clips on television monitors.
® Motivation of general public for organ donation by using
interviews of actual organ recipients leading a normal life
following transplantation and acknowledging the ‘gift of life’
from an unknown donor. This may also be helpful for a donor
family to cope with the grief.

We also urge other healthcare institutions and Zonal
Organ Donation banks in our country to use these meth-
ods to spread awareness regarding organ donation.

Lack of infrastructure is also considered as one of the
reasons behind low rates of organ donation in India. At
present, 16 centers in Delhi have been authorized by the
National Organ & Tissue Transplant Organization
(NOTTO) for organ retrieval and transplantation (www.
notto.nic.in). All these centers have facilities for intensive
care and also have dedicated transplant coordinators. Even
if these centers facilitate at least 1 cadaveric donation in a
month, there will be 192 donations in 1 year, which is 8-9
times more than the existing number. There are many
other hospitals with intensive care facilities where brain
dead individuals can be maintained on a ventilator and can
be shifted to any of the authorized centers for confirma-
tion of brain death and organ retrieval if the family con-
sents. Thus, with the existing infrastructure, the donation
rates can be increased substantially by increasing aware-
ness and by motivating healthcare personnel involved in
the care of brain dead patients.

Our population sample included a very high proportion
of young adults (15-49 years) and very small numbers of
non-Hindu communities. The educational qualification of
participants was also much higher as compared to the
general population. The difference in age and educational
status may be because the younger and more educated
people were more likely to attend the exhibitions. As per
the 2011 census, Hindus comprise 82% of the total popu-
lation of Delhi and 88% of the total population of New
Delhi. The proportion of Hindus in our sample is slightly
more than these values. This is probably due to a sampling
error. Thus, our sample may not be the representative of
general population; however, it has still revealed some very

important information regarding knowledge and views of
people about brain death and organ donation that can be
used to plan further population-based surveys.

CONCLUSION

Despite a lay people survey in a population sample that was
significantly young and had higher education levels than
the urban population in general, this survey found that a
majority of lay people did not understand the concept of
‘brain death.” This survey also suggested that a majority of
people are willing to donate organs if this decision is
supported by their family, and higher education was sig-
nificantly associated with the knowledge of brain death
and willingness to donate organs. Good quality television
and radio programs, newspaper and magazine articles, and
Internet blogs are needed for educating people about brain
death and organ donation. There are misconceptions
related to disfigurement and religious beliefs that need
to be addressed and educational/awareness programs need
to target the whole families. Healthcare institutions can
also play a significant role in educating people about brain
death and organ donation. A larger population-based sur-
vey may be conducted to further confirm the findings of
this survey.

CONFLICTS OF INTEREST

The authors have none to declare.

ACKNOWLEDGMENT

The study was funded internally by the institute, i.e. All India Institute
of Medical Sciences, New Delhi, as a part of intramural project
no. A069.

APPENDIX A SUPPLEMENTARY DATA

Supplementary data associated with this article can be
found, in the online version, at doi:10.1016/j.jceh.2016.
04.001.

REFERENCES

1. Dasgupta S. Hindu Mysticism: Six Lectures. New York: F. Ungar
Pub. Co.; 1959.

2. The Times of India. India’s Rate of Organ Donation Compares
Poorly with Other Countries. http://timesofindia.indiatimes.com/
home/opinion/edit-page/Indias-rate-of-organ-donation-
compares-poorly-with-other-countries/articleshow/21559260.
cms?referral=PM [accessed 14.10.15].

3. Shroff S. Legal and ethical aspects of organ donation and trans-
plantation. Indian J Urol. 2009;25(3):348-355.

4. Minz M, Sood S, Kumar A, Bansal V, Mehra S, Sharma AK. Impact
of organ trade on attitudes toward organ donation: knowledge and

Journal of Clinical and Experimental Hepatology | June 2016 | Vol. 6 | No.2 | 81-86 85

Organ Donation


http://www.notto.nic.in/
http://www.notto.nic.in/
http://dx.doi.org/10.1016/j.jceh.2016.04.001
http://dx.doi.org/10.1016/j.jceh.2016.04.001
http://refhub.elsevier.com/S0973-6883(16)30051-2/sbref0065
http://refhub.elsevier.com/S0973-6883(16)30051-2/sbref0065
http://timesofindia.indiatimes.com/home/opinion/edit-page/Indias-rate-of-organ-donation-compares-poorly-with-other-countries/articleshow/21559260.cms?referral=PM
http://timesofindia.indiatimes.com/home/opinion/edit-page/Indias-rate-of-organ-donation-compares-poorly-with-other-countries/articleshow/21559260.cms?referral=PM
http://timesofindia.indiatimes.com/home/opinion/edit-page/Indias-rate-of-organ-donation-compares-poorly-with-other-countries/articleshow/21559260.cms?referral=PM
http://timesofindia.indiatimes.com/home/opinion/edit-page/Indias-rate-of-organ-donation-compares-poorly-with-other-countries/articleshow/21559260.cms?referral=PM
http://refhub.elsevier.com/S0973-6883(16)30051-2/sbref0075
http://refhub.elsevier.com/S0973-6883(16)30051-2/sbref0075
http://refhub.elsevier.com/S0973-6883(16)30051-2/sbref0080
http://refhub.elsevier.com/S0973-6883(16)30051-2/sbref0080

uoypuoq unbiQ

WHY ARE WE POOR ORGAN DONORS?

86

attitudes toward cadaveric organ donation in north India. Trans-
plant Proc. 1998;30(7):3611.

Wig N, Aggarwal P, Kailash S, Handa R, Wali JP. Awareness of brain
death and organ transplantation among high school children.
Indian J Pediatr. 1999;66(2):189-192.

Wig N, Gupta P, Kailash S. Awareness of brain death and organ
transplantation among select Indian population. J Assoc Phys India.
2003;51:455-458.

. Wig N, Aggarwal P, Kailash S, Handa R, Wali JP. Awareness of brain

death and organ transplantation among office-goers in New Delhi.
Natl Med J India. 1997;10(6):303-304.

Census of India 2011. Office of the Registrar General and Census
Commissioner. Ministry of Home Affairs, Govt of India. http://www.
censusindia.gov.in/ [accessed 14.10.15].

10.

11.

12.

PANWAR ET AL

. Teixeira RK, Goncalves TB, Silva JA. Is the intention to donate

organs influenced by the public’s understanding of brain death?
Rev Bras Ter Intensiva. 2012;24(3):258-262.

Singh P, Kumar A, Sharma RK. Factors influencing refusal by
relatives of brain-dead patients to give consent for organ donation:
experience at a transplant centre. J Indian Med Assoc. 2004;102
(11). 630, 632, 643.

Burroughs TE, Hong BA, Kappel DF, Freedman BK. The stability of
family decisions to consent or refuse organ donation: would you do
it again? Psychosom Med. 1998;60(2):156-162.

Rosel J, Frutos MA, Blanca MJ, Ruiz P. Discriminant variables
between organ donors and nondonors: a post hoc investigation.
J Transpl Coord. 1999;9(1):50-53.

© 2016 INASL.


http://refhub.elsevier.com/S0973-6883(16)30051-2/sbref0080
http://refhub.elsevier.com/S0973-6883(16)30051-2/sbref0080
http://refhub.elsevier.com/S0973-6883(16)30051-2/sbref0085
http://refhub.elsevier.com/S0973-6883(16)30051-2/sbref0085
http://refhub.elsevier.com/S0973-6883(16)30051-2/sbref0085
http://refhub.elsevier.com/S0973-6883(16)30051-2/sbref0090
http://refhub.elsevier.com/S0973-6883(16)30051-2/sbref0090
http://refhub.elsevier.com/S0973-6883(16)30051-2/sbref0090
http://refhub.elsevier.com/S0973-6883(16)30051-2/sbref0095
http://refhub.elsevier.com/S0973-6883(16)30051-2/sbref0095
http://refhub.elsevier.com/S0973-6883(16)30051-2/sbref0095
http://www.censusindia.gov.in/
http://www.censusindia.gov.in/
http://refhub.elsevier.com/S0973-6883(16)30051-2/sbref0105
http://refhub.elsevier.com/S0973-6883(16)30051-2/sbref0105
http://refhub.elsevier.com/S0973-6883(16)30051-2/sbref0105
http://refhub.elsevier.com/S0973-6883(16)30051-2/sbref0110
http://refhub.elsevier.com/S0973-6883(16)30051-2/sbref0110
http://refhub.elsevier.com/S0973-6883(16)30051-2/sbref0110
http://refhub.elsevier.com/S0973-6883(16)30051-2/sbref0110
http://refhub.elsevier.com/S0973-6883(16)30051-2/sbref0115
http://refhub.elsevier.com/S0973-6883(16)30051-2/sbref0115
http://refhub.elsevier.com/S0973-6883(16)30051-2/sbref0115
http://refhub.elsevier.com/S0973-6883(16)30051-2/sbref0120
http://refhub.elsevier.com/S0973-6883(16)30051-2/sbref0120
http://refhub.elsevier.com/S0973-6883(16)30051-2/sbref0120

	Why are we Poor Organ Donors: A Survey Focusing on Attitudes of the Lay Public From Northern India
	Methods
	Results
	Discussion
	Conclusion
	Conflicts of Interest
	Acknowledgment
	Supplementary data
	References


